Adults with intellectual disability are affected by dementia at equivalent and elevated rates; many surviving into advanced age. End-of-life care and support considerations come into play among these individuals when most are in the advanced stage of dementia. The International Summit on Intellectual Disability and Dementia's report on end-of-life care in advanced dementia provides a synthesis statement which encompasses defining the state of advanced dementia, proposing use of palliative care services (including hospice), and recommending special efforts for enabling advanced directives and advance care planning prior to the extensive progression of dementia. The Summit recommended that when aiding adults with advanced dementia, the following be undertaken: integrative efforts between intellectual disability and palliative care providers, specialized training for carers on end-of-life care and supports, and involvement of adults with intellectual disability early on in their advance care planning.
Introduction
Dementia is a term that characterizes the progressive loss of brain function that occurs with certain neuropathological diseases or trauma, and ultimately results in death -usually from circulatory and respiratory (e.g., pneumonia) diseases (Brunnström & Englund, 2009 ). Death can also result from dementia-related dysfunction, such as self-neglect, general wasting, malnutrition, and dehydration, which are contributory risks when an individual with dementia can no longer care for him or herself (Morrow, 2016) . The time frame of progression to end-oflife in persons with dementia is complicated by a host of factors, including the person's overall general health and stamina, other chronic diseases or coincident conditions, the type of dementia, level of fragility and frailty, lack of or access to health services, and propensity for acute conditions, such as infections. Because of these risk factors, concerns related to end-of-life care are usually focused on persons with advanced dementia. Families or support services are confronted with managing a tension between supporting the person and enabling him or her to continue to lead a desired life, whilst at the same time supporting and preparing for ongoing decline in health and overall function and ultimately death. That death may be the direct result of the progression of dementia but may also be due to contributory co-morbid health conditions and/or be the direct result of those other health conditions. An invitational meeting, the International Summit on Intellectual Disability and Dementia, was held in Glasgow, Scotland, on October 13-14, 2016; its attendees representing organizations from 12 countries, were charged with examining a number of dementia-related issues affecting people with intellectual disability. The Summit's outcomes included a series of consensus statements and reports, one of which examined the consequences of end-of-life in advanced dementia
The Summit believes that what differentiates end-of-life issues among adults with intellectual disability and dementia from their other end-of life issues are three primary features:
(1) pending death as a function of progression to the advanced stage of dementia (with the expectation that ceasing of primary functions will lead to organ failure or associated lifethreatening illness, such as pneumonia); (2) pending death associated with a life-threatening coincident condition (e.g., cancer, heart failure) irrespective of stage of dementia, and (3) pending death due to trauma or injury unassociated with dementia. The additional consideration is End-of-life Care in Advanced Dementia 4 involvement in care decision-making; when advanced dementia is present there is an inability to participate in decision-making due to severe cognitive impairment.
The challenge to define what is meant by the end-of-life phase for all individuals with advanced dementia is particularly more difficult among individuals with an intellectual disability. The statement seeks to address this challenge and to offer care guidance.
Statements and Recommendations
Advanced dementia. Late or advanced stage of dementia presents with gross debilitation and terminates with death. The features of advanced dementia include profound memory deficits (e.g., inability to recognize family), extremely limited verbal communication, loss of ambulatory abilities, the inability to perform activities of daily living, loss of muscular control, seizures (usually in Down syndrome), and urinary and fecal incontinence (McCarron et al., 2017; Mitchell, 2015) . The frequency and severity of seizures is an area where advanced dementia is different for people with an intellectual disability; but, as advanced dementia in people with intellectual disability requires more detailed description and documentation, it is addressed in another Summit paper (see McCarron et al., 2017) Needs at end-of-life. Defining need and nature of care is often challenging as each dying adult with advanced dementia will present with different features and have different levels of ability and preparedness to participate in his or her care planning (Jokinen et al., 2013) . Defining the end stage of life and its likely duration is difficult, but it is particularly difficult with persons with intellectual disability and advanced dementia when the scales recommended for use in the general population (Sheehan, 2012) , such as the Global Deterioration Scale (GDS; Reisberg et al., 1982) or its successor, the Functional Assessment Staging Tool (FAST; see stage 7; Reisberg, 1988) , tend to define the last months of life (and in some countries base eligibility for hospice and other palliative care approaches) in terms of inabilities for affected persons to dress themselves, walk without assistance, bathe properly without assistance, maintain continence of urine and stool, and speak or meaningfully communicate. A complication is that many adults with severe forms of intellectual disability may effectively qualify for stage 7, but not have dementia or be dying. A broader consideration of status is needed and we recognize the The Summit recognizes that palliative care can address needs before the final months, but that current conceptualizations must be expanded and be expressed more in terms of personcentered and relationship-centered care. This means that palliative care among adults with intellectual disability must better reflect the philosophies underpinning care and expertise inherent in both intellectual disability and specialist palliative care services (McCallion et al., 2012) . Knowledge and specific skills for workers in intellectual disability should be enhanced, particularly in managing symptoms such as pain, constipation, dyspnea and fevers, managing nutrition and hydration, and assessing pain/distress. Staff in specialist palliative care, who can offer help with symptom management and be an external source of support that may be vital to dying adults, would also benefit from learning about practices used by staff in intellectual disabilities services and from families. Here areas for training include better management of communication with the person with intellectual disability; facilitating grief and loss, and End-of-life Care in Advanced Dementia 6 addressing disenfranchised grief among staff and peers (Nolan et al., 2006) Place of Care. As with other persons in general, place of care at end-of-life must include offering person-centered and palliative and hospice support in a range of living and care options, from own or family home, domiciliary, group home, specialized disability services settings, and/or (when appropriate) facilities with 24-hour skilled nursing supports. In advanced dementia, there should also be the opportunity to receive day supports, as well as respite, family support, and supportive interventions in their home (Hanson et al., 2016; Nickle & McCallion, 2005 ).
Dementia-related supports and sensory-based interventions that are designed to maintain quality of life and valued relationships should be offered and constructed along person-centered planning principles. prolonging efforts, can often be confusing and distressing for carers (McCarron & McCallion, 2007) . Waiting until dementia is present to discuss end-of-life and assuming that any decisions solely need to be discussed once it presents only adds to the burden of any diagnosis. Waiting until the last days of life to begin these decisions is too limiting and too late. There are also a number of emotional and personal aspects to consider in end-of-life care. End-of-life is also about maintaining and celebrating the individual and his or her life history, and end-of-life care is also about supporting those who remain after death by commemorating a life which had meaning. Persons affected by dementia deserve no less. Positioning end-of-life within an understanding of the person's life history and lifelong person-centered planning around their values and preferences facilitates this discussion. However, it is acknowledged that such discussions in many cases have not yet occurred because persons with an intellectual disability, families, and paid carers lack information on decision points in the transition from active to palliative care, while remaining committed to preserving desired quality of life. This lack of End-of-life Care in Advanced Dementia 8 information needs to be addressed collectively by the intellectual disability services and the palliative/hospice care systems.
Planning for End of
Advance Care Planning. The Summit recognizes that planning (whether formal organized or informal) is a dynamic and continuing process of considering and documenting people's wants, preferences, and choices prior to diagnosis and expressed preferences should be considered as an individual's condition changes (Bischoff et al., 2013; Wiese et al., 2013) . Legal frameworks in different jurisdictions offer varying guidance on completing oral or written advance directives (such as, the appointment of a health care proxy, or an equivalent). There are similar issues around definition of and capacity for consent. This applies not only to consent, but also to the legal status of advance care planning, the implications of determining capacity among adults with more severe levels of intellectual disability, ability to understand and participate in planning and understanding and consenting to palliative/hospice services. where available. Practitioners and family are encouraged to ascertain and honor these desires. In jurisdictions where advance planning is encouraged and guided by legal and/or accepted practice frameworks, protocols must be in place to ensure that people with an intellectual disability have the same opportunities to express their desires in a formal manner (see for example, Stein, 2007) .
There must also be educational materials and interventions to support both the individual with intellectual disability and their carers, family, peers, and staff.
Educational and Professional Materials. The Summit believes that staff and other personnel working with older adults should be provided with training in key issues related to end-of-life care and the opportunity to examine their own values and perspectives on dying and death.
Provider organizations must develop, distribute, and implement educational materials for carers and others related to advanced dementia and end-of-life. There are curricula and content resources available (See, for example, Fahey-McCarthy et al., 2008 Gaventa, 2012) .
Workers can also benefit from formal practice guidelines and related consensus documents on standards of care and generally accepted practices (see Janicki & Keller, 2015; Jokenin et al., End-of-life Care in Advanced Dementia 9 2013). Governmental and educational groups must encourage the needed cross-organizational efforts.
Commentary
The Summit recognized that there are unique considerations when progressive dementia is a factor in the last days of life for a person with an intellectual disability. End-of-life care and support in general is better undertaken when there are tools and training available, but that is not enough. There is a challenge for mainstream services, including palliative/hospice services, to effectively include adults with intellectual disability and their families and other carers in care decision-making and being easily able to access and receive needed services. Further, the Summit recognizes that the focus cannot be on primary medically-oriented end-of-life care.
Adults with intellectual disability affected by dementia bring their own life stories, their own relationships, and their own service history with them to the end of life. In advanced dementia continuing the connection with that history and hearing the voice of the person is critical. Endof-life is not simply about procedures and interventions, palliative or hospice; it must be about the person living his or her last days as desired and their family, friends, and paid carers completing that journey with them. Person-centered approaches that have improved the lives of so many people with intellectual disability must be continued to the end of life. Rather than new and unique approaches, end-of-life care must build upon and benefit from this history and fulfil the realization of each person's values and preferences.
To further understanding and capability in supporting adults at the end-of-life with advanced dementia, the Summit recommends that:
1.
Intellectual disability, dementia, and palliative care organizations and associations coalesce and create a universal practice guideline on end-stage care and support practices for persons with advanced dementia 2.
Training curricula developed and utilized by intellectual disability, dementia and palliative care organizations and associations to address advanced dementia and intellectual disability must emphasize relationship and person-centered care approaches. 
3.
In taking a lifespan approach to care of people with intellectual disability support organizations must include strategies for altering or increasing supports and decision-making to address changing care needs with dementia progression, including as the individual approaches end-of-life.
4.
Care and support organizations must commit to infusing in their staff, family support, and services delivery structures the belief that the essence of each person remains throughout the progression of dementia.
